To aggregate, synthesise and interpret qualitative research studies of parents' experiences of caring for a child with special health-care needs at home.
| INTRODUCTION
Advances in the field of medical and nursing science have ensured better survival rates for children with chronic illnesses (Elias & Murphy, 2012) . International prevalence and incidence rates for this population group are unknown (Carnevale, Rehm, Kirk, & McKeever, 2008) . However, it is suggested that almost 20% of children in the United States have significant special health-care needs that require care beyond the needs of healthy children (Child and Adolescent Health Measurement Initiative, 2012) . A minority of these children have multiple, complex needs, requiring medical technology and continuous help from health-care professionals (Elias & Murphy, 2012) .
Children with special health-care needs are defined as "those who have or are at increased risk for a chronic physical, developmental, behavioral, or emotional condition and who also require health and related services of a type or amount beyond that required by children generally" (McPherson et al., 1998) . To delimit the metasynthesis, this research study focuses on children with physical conditions who require care beyond the needs of healthy children. The formidable growth of managed care, and the move towards more primary health care, means that these children receive treatment and care in their homes (Rehm, 2013) . This implies that parents assume a caregiver role, undertaking caregiving tasks previously provided by nurses in hospitals (Caicedo, 2014) .
| BACKGROUND
Previous metasyntheses and systematic reviews have investigated parents' experiences of caring for children with chronic illness (Coffey, 2006; Kepreotes, Keatinge, & Stone, 2010; McCann, Bull, & Winzenberg, 2012) . These studies show that parents of children with special health-care needs experience both positive and negative emotions related to a considerable burden of care involving rigid routines and little flexibility. Parents, especially mothers, report sleep problems, fatigue and anxiety related to constant monitoring and worrying about their sick child (Carnevale et al., 2008; McCann et al., 2012) . Social support and well-functioning care services are of great value in coping with caring responsibilities (Rehm & Bradley, 2005) . Smith, Cheater, and Bekker (2015) carried out a rapid structured review of the literature on parents' experiences of caring for children with special health-care needs and recommended a metasynthesis of parents' experiences. A metasynthesis of the multitude of studies on caring for the very sick child can enhance knowledge in the field (Bondas & Hall, 2007) . This review can help to fill the knowledge gap.
Nurses have developed a variety of practice models to guide generalist and advanced practice with families (Wright & Leahey, 2013) . Foster, Whitehead, Maybee, and Cullens (2013) recommend research into parents' views on what can shape positive and negative health-care experiences. Research has demonstrated that nurses do not always conduct care in a respectful manner, acknowledging parents' knowledge and expertise (Shields, Pratt, & Hunter, 2006) .
The needs of the parents, family members and sick child can vary, but parents play a key role in coordinating care and initiating care needs (Macias, Clifford, Saylor, & Kreh, 2010) . Recognising the pivotal role of parents as advocates for the entire family is important.
When parents struggle, the whole family struggles (Smith et al., 2015) . Previous research highlights the importance of ensuring that parents' needs are met ( Arestedt, Benzein, & Person, 2015) . Knowledge about how these parents manage their daily lives can support nurses and guide them in their efforts to alleviate suffering and promote trust for the whole family. This knowledge can also guide nurse educators in their teaching role and ensure that the needs of parents and families are taken into consideration, when developing curricular plans.
The aim of this metasynthesis is to aggregate, synthesise and interpret existing qualitative research studies of parents' experiences of caring for a child with special health-care needs at home, to improve clinical nursing practice. The research question addressed is "How do parents experience caring for a child with special healthcare needs at home?"
| METHODS
A metasynthesis is a third person interpretation of primary qualitative studies. "Metasyntheses are integrations that are more than the sum of parts in that they offer novel interpretations of findings that are the result of interpretive transformations far removed from these findings as given in research reports" (Sandelowski & Barroso, 2007, p. 18 ).
The aim is "to generate a form of knowledge that is enriched by the different disciplinary angles of vision, methodologies, samples and interpretive lenses each original investigator brought to the challenge" (Thorne, 2017, p. 3) . Findings from metasyntheses have the potential to promise a generalisable theory that can be transferred to clinical nursing and policy makers in the field (Finfgeld-Connett, 2009 ).
What does this paper contribute to the wider global clinical community?
• Nurses must acknowledge the needs and expertise of parents who have children with special health-care needs.
• Parents face considerable challenges. Lack of acknowledgement and support from health-care professionals can exacerbate their uncertainties, worries and helplessness in their caregiver role.
• Parents' expressions of essential life phenomena such as hope, satisfaction, fatigue, shame and guilt can easily go unnoticed by health-care professionals. It is important to listen attentively to each individual parent and pay particular attention to the metaphors they use.
| Research design
The study followed Sandelowski and Barroso's (2007) methodological procedures, which combine technical standards with a creative approach, and where the findings are synthesised into a metasummary and a metasynthesis. A figure and tables were used to provide an audit trail and enhance transparency. To reach consensus and promote trustworthiness throughout the process, the authors worked separately in appraising, classifying and synthesising the findings, before working together to reach consensus after each phase.
| Data collection
Based on a systematic search protocol, a medical librarian conducted a broad and structured literature search in five databases in June 2016: PubMed, Cinahl, Scopus, Cochrane and Embase. The Population, Interest, Context (PICo) tool (Joanna Briggs Institute, 2014) helped formulate the research question and facilitated the search process. The PICo elements are illustrated in Table 1 . The inclusion criteria followed logically from the PICo concept grid. Table 2 provides an overview of the inclusion and exclusion criteria.
Keywords and word stems from the different PICo elements constituted the search strategy. Combinations and variations of subject terms, thesaurus and free text searching were modified to fit the different database search systems. Between November 2016-January 2017 database, searches were supplemented with additional searches: a "backward search" in reference lists, and a "forward search" in "cited by" columns in databases, including Google Scholar.
After duplicates were removed, the searches produced 618 electronic publications. Titles and abstracts were read. Papers not meeting the inclusion criteria were filtered out and the remaining abstracts (n = 125) were reviewed, 44 articles were selected for inclusion. Of 44 full-text articles, 34 were excluded, as they did not meet the criteria for inclusion. Ten articles from 2003-2016 describing factors affecting parents caring for children with special healthcare needs in primary care were included for quality appraisal. The flow chart (Figure 1) illustrates the search strategy.
| Appraising and classifying findings
Critical appraisal of the studies included in the analysis is fundamental to prevent the inclusion of inadequately reported studies. To ensure the quality of each primary article, the Critical Appraisal Skills Program (CASP, 2017) tool was used. This instrument consists of 10 questions that help evaluate the congruity between aims, methods, design, data collection, analysis, findings and discussion in the included studies. The authors appraised the studies independently.
Disagreements were resolved through discussion. No study congruent with the aim of the metasynthesis was excluded due to poor quality.
The CASP tool does not provide a scoring system. It does however provide the authors with a checklist for appraising the evidence.
The appraisal of the evidence is always based on thorough and judicious discussions concerning the quality of the evidence retrieved.
Judgements of the studies depend on what the primary authors'
report (Sandelowski & Barroso, 2007) . The form and content of the included studies were appraised. Based on the CASP appraisal, all 10 articles were included as illustrated in Table 3 .
Most of the data were interpretive and descriptive, with findings presented in themes, concepts and topics, close to the participants' own words. Such interpretive explanations address the fundamental nature of experiences, as this method focuses on variations in sampling, data and the target phenomena (Sandelowski & Barroso, 2007) . Some of the included articles were highly descriptive in nature and provided more insight than others. The characteristics of each study are shown in Table 4 .
| Analysis
Following Sandelowski and Barroso (2007) , the findings were synthesised using two approaches: metasummary and metasynthesis. A metasummary is an aggregation of the findings with a calculation of their frequency and intensity. Metasummaries are useful when T A B L E 1 Clarification and structuring of research question using Population, Interest, Context (PICo) searching for patterns in the data and serve as an iterative process that guides consensus in the analysis (Ludvigsen et al., 2016) . This method provided an empirical basis as it demonstrated how much emphasis should be accorded each category in the synthesised findings. Concepts borrowed from the primary studies (in vivo concepts) were used to categorise the findings. Effect sizes were calculated (Table 5) . Effect sizes are quantitative transformations of qualitative data to show how the findings are weighted and to verify the presence of patterns or themes (Sandelowski & Barroso, 2007) .
A metasynthesis of abstracted findings was carried out using reciprocal translation analysis (Sandelowski & Barroso, 2007) . In vivo concepts, such as original metaphors, concepts and phrases that conveyed essential and existential meanings, were used to systematise, and group the findings. The process is illustrated in column 1, of Table 6 . Quotations from parents (first-order constructions) and/or primary researchers' interpretations of parents' experiences (secondorder constructions) were extracted. These were further abstracted into eight categories, as illustrated in column 2, of Table 6 .
The studies were sufficiently analogous to enable a reciprocal translation analysis of the findings from one study to another. Qualitative research rarely results in complete congruence of meanings, and allowing for differences provides an understanding of other perspectives and interpretations. An iterative process of interpretation was carried out, to review important connections and patterns among the first-and second-order constructions, and create thirdorder interpretations and is shown in column 3, of Table 6 . In this approach, metaphors, themes, concepts and contexts are revisited and compared across studies. The process is always influenced by the metasynthesis researchers' personal reflections.
| FINDINGS
The findings are reported as a metasummary and a metasynthesis and supported by tables. Table 5 illustrates the intrastudy effect sizes and interstudy frequency sizes of each category. Table 6 provides an overview of the in vivo concepts and the second-and third-order analyses.
| Metasummary
The 10 included studies, described in Table 4 , were conducted in urban and rural areas in Australia (1), the UK (2), Taiwan (3, 6), Norway (4, 9), Sweden (7, 10) and the USA (5, 8). The data collection methods used in the studies were individual (1-10) and focus group interviews (1, 4), based on strategic or purposeful sampling. The methods of analysis used were qualitative and descriptive. The authors in nine of the ten studies were nurses. The word parents is used for the participants who had the primary caregiving responsibility for the children. In all, 120 mothers, including 12 foster mothers and one adoptive mother, and 52 fathers comprised the sample. The parents' education, occupations and socio-economic background varied. Some of the parents were divorced and others were single mothers. The ages of the children involved ranged from eight months to 17 years and they had a broad range of illnesses that Hayles ( demanded special health care. The metasummary, illustrated in Table 5 , describes the frequency and effect sizes for each finding.
Almost all the studies are represented in all categories. This strengthens the validity of the metasynthesis.
| Second-order analysis
Eight categories emerged from the synthesis (second-order analysis). Each category is illuminated by rich quotations from parents caring for children with special health-care needs in the 10 studies.
The categories, as listed in column 1 of Table 6 , are described in more detail in the following paragraphs. The numbers in parentheses refer to the study from which the in vivo concept was extracted.
| Flying blind
All 10 studies reported that parents daily face unpredictable situations, especially related to the continuous changes in the child's disease, needs and behaviour, described in one study as an "emotional rollercoaster" (Hayles, Harvey, Plummer, & Jones, 2015 , p. 1142 ).
The metaphor "flying blind" is quoted in (Hayles et al., 2015, p. 1143) and alludes to the unpredictable life situation parents experience.
Referring to the unpredictable changes in the child's health, many parents felt uncertain about how to interpret symptoms of possible illness progression and how to act accordingly. Parents in nine of the ten studies felt unprepared, because no one had told them what to expect. "We just winged it year, by year" (Hayles et al., 2015 (Hayles et al., , p. 1143 . "Nobody's actually turned round and said, right these are the symptoms and these are what you should look for." (Hinton & Kirk, 2016, p. 5 (Lauver, 2008, p. 85) Acute life-threatening episodes were described in several studies as especially unpredictable. An example of this is asthma attacks at night, when the parents were terrified because they did not know what to do if the child was unable to breathe and might die in their arms. ". . . I felt so anxious about him" (Trollvik & Severinsson, 2004, p. 95) . Parents of children with epilepsy described similar feelings.
Epilepsy seizures made them highly stressed because they did not know what to do to remedy the situation (Mu, 2006, p. 547) . Many had learned the effective strategy of taking one day at a time and solving problems as they arose, since it was impossible to plan their days.
| Always at the back of my mind
Constant worry was discussed in all primary articles. Parents distinguish between everyday worries and worries about the future. They worry about the progression of the disease and their inability to act: "It's always at the back of my mind." "You worry about everything, that's the burden you carry around with you" (Sallfors & Hallberg, 2003, p. 198) . Parents also had difficulty letting go of the sick child, due to their reluctance to hand over the responsibility for medical care to others.
The parents had almost no leisure time, as many monitored the child continuously: "It's just like you are tense and you cannot relax at all. Just like waiting for a war, very nervous" (Mu, 2006, p. 546 Grupposo, Tamborlane, & Grey, 2003, p. 25) For some parents, the concerns decreased as they began to feel more secure and experienced as carers, but for others concerns persisted: "I was never at ease with my son's illness, and I am still not. I think it's frightening" (Trollvik & Severinsson, 2004, p. 95) .
A repeated finding in most studies is concerns about the children's futures: "Will my child be able to walk? Will my child ever go to school? What will it be to grow up? Will he be able to have a girl friend?" (Sallfors & Hallberg, 2003, p. 199) . Parents also worried about who would take care of their child when they grow old or die (Kvarme et al., 2016, p. 366) .
A further concern was the child's future ability to cope with studies, work and moving away from home (Hinton & Kirk, 2016, p. 6 ). The concerns seemed to increase when parents met other children with similar diagnoses or progressing disease. As one parent said:
I used to get MS charity magazine for him, but I've stopped that as well now because I felt as though everyone was bed ridden and I thought I can't cope with this. (Hinton & Kirk, 2016, p. 9) Over time, the parents realised that the best strategy was to focus on what actually brought joy to their days, rather than pessimistic concerns about a future they could not predict anyway. (Hinton & Kirk, 2016, p. 9) .
| Managing the frontline-a constant battle
All articles confirmed that parents carry an enormous responsibility for giving children with special health-care needs the best possible care. This responsibility includes understanding the child's health (Lauver, 2008, p. 90) The parents described their responsibility as overwhelming and time-consuming, and felt unprepared for the amount of responsibility they were obliged to take on. Tight structures and careful planning were important to balance every day. No matter how well days were organised, parents found that unexpected situations "always" arose.
Patience and flexibility to address sudden incidents were an absolutely necessity:
Changing diapers is quicker with a normal child, but in my case it takes about an hour just to put him down, arranging him, and take off his diaper. (Kvarme et al., 2016, p. 366) To be best prepared to meet the child's needs, parents even took on the responsibility of navigating the health-care system, special interest organisations and the Internet for information. For some, navigating gave a sense of control over the situation: (Sallfors & Hallberg, 2003, p. 200) Navigating the system was a source of frustration and powerlessness, ". . .we don't know who to approach (. . .). And how long to wait before we should be getting some direction on what we should be doing. . .it's really difficult. . ." (Hayles et al., 2015 (Hayles et al., , p. 1145 They show concern about me and didn't blame me". (Mu, 2006, p. 549) Older siblings were considered a support as they knew the sick child well and could report symptom changes. Parents also had good support from each other, even though one article reported broken marriages directly related to the complexity of their situation (Kvarme et al., 2016) .
Communication and support from health professionals were evident in the findings, but only a few studies discussed experiences directly related to nurses. In many articles, parents reported needing help from clinicians. They could not manage without this support.
Recognition and acknowledgement from health professionals gave them encouragement and confidence in their role as caregivers for their sick children and was often more important than information on symptoms and practical assistance: ". . .they do not give us anything more than peace of mind, so to speak" (Wennick, Lundqvist, & Hallstr€ om, 2009, p. 227).
However, many parents had negative experiences of meetings with health-care professionals. They described being ignored and mistrusted, which triggered stress and a sense of wanting to give up.
The quality of the relationship with health-care professionals was considered essential. Distrust of professionals in critical situations was also frightening and led to parents losing all respect for healthcare providers:
We were advised to call the hospital when our child started wheezing. We know more about our child than a physician who meets him once a year. (Trollvik & Severinsson, 2004, p. 96) Parents were expected to learn complex procedures and skills quickly to master the child's needs. Health-care professionals lacked understanding of what was required to deal with the challenges:
"Yeah, they give you a bag of supplies and say: Okay, take her home, you'll be fine, right" (Sullivan-Bolyai et al., 2003, p. 25) . Also: Hayles et al., 2015 Hayles et al., , p. 1147 Another mother said: ". . .. We don't want to feel like a number or just another case" (Hayles et al., 2015 (Hayles et al., , p. 1145 .
T A B L E 6 In vivo concepts, second-order and third-order analysis

In vivo concepts Second-order interpretations Third-order interpretations
| It was all my fault
Parents in all of the articles described guilt regarding the sick child, the siblings and the family's reputation. In essence, mothers take the blame for the child's restrictions in everyday life. They feel responsible for having brought the child into the world and guilt because the child has inherited the disease and the suffering from them: "I was shocked when my child took ill. I was so sad because I myself suffer from allergies. I found it so depressing that she developed the same disease" (Trollvik & Severinsson, 2004, p. 95) . Another mother said:
"She will turn fifteen next year. . .sometimes she would scold me that I caused her CP, that it was all my responsibility" (Huang, Kellett, & St John, 2011, p. 192) .
Parents also blame themselves for having living conditions that could potentially exacerbate the child's disease: "If I had cleaned the house properly she would not have become ill" (Trollvik & Severinsson, 2004, p. 96) . The mothers felt guilty because they had less time to spend time with siblings: "I felt sorry for my eldest son, because I ignored his feelings and needs since I needed to give all my attention to caring for the child with CP" (Huang et al., 2011, p. 192 (Huang et al., 2011, p. 192) 
| Making the most of their life
The phenomenon of hope is expressed in different ways in nine of ten articles and is seen in close relation with the parents' concerns.
The parents described different pathways to hold on to hope and maintain an optimistic outlook: "I believe things will work out. I hope our child will outgrow it. You need to be positive" (Sallfors & Hallberg, 2003, p. 198) . Some parents hoped that second opinions from doctors about the child's condition would provide a better prognosis, while others wished for a breakthrough in research and new treatment options. They contacted organisations and specialists in the hope of encouraging responses: "I suppose we are all looking for the same thing, we're looking for someone to say: Oh we got a cure" (Hinton & Kirk, 2016 , p. 7).
It gave parents hope to experience that others with the same disease mastered the situation (Sallfors & Hallberg, 2003, p. 200) .
Another strategy for preserving an optimistic outlook was to avoid contact with people, even close family, who sabotaged their aspirations: "So I basically said, you know, I am not going to tell you. So we stopped telling him" (Hinton & Kirk, 2016, p. 8) .
It is consistent that, the parents aspired for the child to be able to live a normal life in terms of their own possibilities. The parents therefore hoped that the child would become sufficiently independent to master everyday life and that the illness would not worsen.
Many parents wished others could see the child and not just the disease. As one parent said referring to her daughter: ( Hayles et al., 2015 Hayles et al., , p. 1148 Parents prayed that the child would have the same opportunities as other children and tried to treat the sick child as they did the healthy siblings: "We kept things as normal as possible" (Sallfors & Hallberg, 2003, p. 200 ). This was not always easy, as the disease, demanded a rigid structure governing everyday life and restrictions on activities.
| Suffering in silence
It is evident from the articles (2-4, 6-10) that parents experienced feelings of shame at having a child with special health-care needs and tried to hide the child from family members, but also that family members tried to hide the child from others to avoid harm to the family's reputation:
My mother-in-law was hiding my child with CP in order
to avoid our relatives. (Huang et al., 2011, p. 192) Parents were afraid that others had negative preconceptions of the social connotations of the disease: "In the past it was a negative stigma about epilepsy,-Afraid children will laugh at her at school" (Mu, 2006, p. 546) . The child's special needs were consequently a taboo that parents avoided talking about. Many parents chose to not inform others, not even their immediate family or the child's teacher about the disease, because they feared that the stereotypical attitudes would harm the child. Some mentioned stigmatising events from school:
Her class mates now think she is different and she is feeling isolated. One day, she told me tearfully that she had no friends so she didn't want to go to school. (Huang et al., 2011, p. 193) It could be difficult to convince others that the child was sick and needed special consideration. Parents were therefore reluctant to be open about the situation: "Sis, you told us that she is ill, but she doesn't look ill to us" (Hinton & Kirk, 2016, p. 6 ).
In some articles, parents longed for their children to be regarded as just as smart as healthy children, despite their limitations: "He is so smart, very intelligent and very sweet. . . He is very positive, always smiling and laughs a lot" (Kvarme et al., 2016, p. 364 ).
| On duty all the time
Most parents admitted to having health challenges directly caused by the enormous care burden the child's special needs entailed. The high care burden over time led to many physical ailments: "I used to carry her around she is heavier now so I have pain in my hands and back" (Kvarme et al., 2016, p. 366) . Mothers as primary caregivers were especially vulnerable. One mother said that she had to "wear a mask" and pretend that life was going smoothly to prevent losing all control of the situation.
Sleep disorder was reported as a significant problem in several studies (4, 6, 8, 9, 10) . A mother's plight was described "She (mother)
is crying all day long, she cannot sleep at all. She is almost burned out" (Mu, 2006, p. 547) . Many articles reported declining emotional health such as depression, loneliness and the feeling of isolation (4, 6, 7, 8, 9) . The mothers' health, especially among single mothers, was most affected. Most fathers denied any health problems. In all articles, the mothers had the primary caring responsibilities for the child's special needs, while the fathers worked outside the home.
Parents felt that home nurses and other forms of relief were essential for physical and mental health.
| Third-order analysis
The secondary analysis provided a "reconceptualisation" of the primary findings at a higher level of interpretation, which facilitated a third-order analysis as described by Sandelowski and Barroso (2007) .
The third-order analysis revealed that parents' struggle and their courage to carry on and face challenges are supported by very few life-promoting phenomena. Life-constraining phenomena dominated their experiences.
| Metasynthesis: Unsung heroes, flying blind
A metasynthesis should be presented in a way that captivates the audience and faithfully represents the lives of the participants (Sandelowski & Barroso, 2007) . Taking into consideration the complexity of the phenomenon studied, this metasynthesis is achieved by integrating and interpreting phrases and metaphors from the primary studies. A more comprehensive understanding of parents' experiences when caring for a child with special health-care needs is created.
The metaphorical phrase: "unsung heroes, flying blind" characterises and brings together the various findings related to the parents' experiences. An underlying tone in the data is that the parents use war metaphors as a rhetorical strategy to bring forth their experiences. War terms such as "struggle," "fight," "battle," "defend"
and "frontline" are consistently, used to communicate a situation that is difficult to put into words. This metaphorical language is further reinforced in descriptions such as "flying blind," "we winged it,"
"sleeping with our eyes open," "vigilant caregiving," "waiting for a war," "fighting spirit" and "it ricochets back at you." Lakoff and Johnson (1980, p. 455) explain that "the essence of metaphor is understanding and experiencing one kind of thing or experience in terms of another." It is interesting that parents use war images to portray and structure their experiences. Although there is no visible physical battle, a metaphorical and existential one appear to exist. We use the meta-metaphor "unsung hero, flying blind" to reflect the invisibility and unpredictability of the parents' struggle. Wars can be won or lost by following certain strategies but the parents do not have the weapons to provide the best defence. In a usual manner, war metaphors are used against the illness itself (Sontag, 1978) , but in these data, the parents also struggle with health-care professionals.
| DISCUSSION
To our knowledge, this is the first metasynthesis offering a new and
comprehensive understanding of what it means to be a parent of a child with special health-care needs at home. As acknowledged,
Coffey (2006) published a metasynthesis on parenting a child with chronic illness, but the study is almost 12 years old, and was in the authors' own words "a compilation of experiences of parents who care for children requiring medications, treatments, and technology support every day of their lives" (Coffey, 2006, p. 58) . This metasynthesis is both a compilation and reciprocal translation of findings in the studies examined, which through the methodology produces a new interpretive perspective of the parents' experiences less well explored in previous research. Kepreotes et al. (2010) The findings are similar to previous reviews indicating that longterm illnesses in children influence parents' lives socially, psychologically and physically, as well as challenging their resources for coping and reconciliation (Coffey, 2006; Cousino & Hazen, 2013; Fischer, 2001; Kepreotes et al., 2010; McCann et al., 2012; Smith et al., 2015) . However, the approach in this study, with its focus on existential life phenomena, is new.
| Discussion of findings
The overall findings show that it is not just the disease itself that creates worries for the family. How the parents understand and make sense of the illness is as much of a challenge. phenomena constantly and unpredictably fluctuate between being life-promoting and life-constraining. Life phenomena come to the fore when serious illness strikes a family (Delmar, 2013) . Nurses who work with these families must be attentive to parental needs to prevent essential life phenomena, as expressed by the patient and family, from being overlooked and ignored. Martinsen (2006) writes about the importance of promoting life when suffering is intense.
To have somebody to share responsibilities with is pivotal in enabling parents and preventing them from feeling completely alone.
Support from others is not always available (Rehm & Bradley, 2005) .
The complexity of the child's special health-care needs made it difficult for parents to accept support, resulting in social isolation (Kirk & Glendinning, 2005) .
Hope as a life-promoting phenomenon is present in most of the studies in the analysis. Although the understanding of hope is subjective, a common feature is that hope is expressed as a specific and concrete possibility for improvements in the child's health.
Hope has implications for how parents experience their present situation. Similar to these findings, Duggleby et al. (2010) Life-constraining factors refer to phenomena that limit the parents' ability to make their own choices and that can increase their suffering and challenge well-being in their daily lives. There is evidence confirming that the daily lives of parents with chronically sick children are constantly constrained by ongoing worries, overwhelming parenting responsibilities and an enormous care burden (Caicedo, 2014; McCann et al., 2012) .
In this synthesis, the overarching metaphor "flying blind" alludes to the unpredictability of the parents situation in knowing how to deal with the sick child's evolving care needs. Parents experience acute life-threatening situations and are often "flying blind," as the only thing they can rely on is their own intuition. The parents in Coffey's (2006) metasynthesis use the metaphor: "tricks of the trade" to describe the evolving needs of the sick children on a daily basis.
Consistent with previous research (Fischer, 2001; Nuutila & Salanter€ a, 2006) , it is clear that parents of chronically ill children have an overwhelming desire for updated knowledge and information from health-care professionals. In addition, earlier studies (Coffey, 2006; Kepreotes et al., 2010) show that parents have a strong Being the mother of a child with special health-care needs is associated with a higher risk of fatigue and illness (Caicedo, 2014; McCann, Bull, & Winzenberg, 2015) . The fact that mothers often take the main responsibility for care can explain the gender differences in health problems. A mother with poor health can cause the family further strains (Hauge et al., 2013; Leiter, Krauss, Anderson, & Wells, 2004) . Nurses should map resources and possibilities for respite, as well as considering interventions that promote hope and meaning.
Evidence from previous research reveals that mothers, in particular, experience strong feelings of guilt. They blame themselves for being responsible for the sick child's reduced well-being (Jackson & Mannix, 2004) . The findings suggest that nurses need to recognise these feelings of guilt and support the mothers in their mothering role.
The metasynthesis shows that feelings of guilt, shame and worry can be life-constraining factors for the parents. Findings from prior studies have shown that perceived stigma can affect well-being and reduce the willingness to socialise with others (Goffman, 1963; Green, 2003) .
The parents' use of war metaphors indicates a form of warfare against both the child's illness and an intangible and at times inadequate system of care. These findings support the study's overriding metaphor, unsung heroes, flying blind. Lakoff and Johnson (1980) maintain that metaphors have the strength to formulate reality. The implied message, being that parents, mothers in particular, expresses that their life situation as comparable to a state of emergency. They are on constant standby to maintain a balance in life and to protect themselves and their families from a relentless foe. If they are not adequately prepared, they risk defeat and capitulation. Metaphors can have a "feedback" effect (Lakoff & Johnson, 1980) . In this case, the parents' use of war metaphors can influence interactions with nurses. Meeting a parent on the warpath can result in the nurse becoming defensive, which can again reinforce the parents' feeling of fighting constant battles in which they view the health professional as an opponent and not an ally.
Acknowledging the parents' use of war metaphors can be key to understanding their experiences and provide a starting point for building relationships based on respect and trust. Martinsen (2006) says that trust is a surrender of oneself, whereby the other receives the trust shown and thereby acts. Listening attentively to the parents' illness-experiences is the most beneficial nursing intervention ( Arestedt et al., 2015) . This evidence should be of the utmost importance to nurses in primary care, a field in which requirements for advanced family care are greater than ever.
| Discussion of method
Bringing together and summarising the findings in a metasummary before performing a metasynthesis strengthens the credibility of the research (Sandelowski & Barroso, 2007) . Studies using different designs and approaches were included, based on the argument that the findings are more important than the methods of data collection and analysis (Bondas & Hall, 2007) . A well-documented audit trail was maintained throughout the process and creative interpretations, which surpass rigid methodological forms of assessment, were incorporated, thus strengthening the credibility of the synthesis (Sandelowski & Barroso, 2007) . We recommend user involvement in future metasyntheses research. Collaborating with representatives from community nursing, nursing education and families can be vital for formulating relevant research questions and ensuring continued reflection throughout the research process.
| CONCLUSION
This metasynthesis brings together an interpretation and integration of findings from 10 qualitative studies that increase our understanding of parents' experiences of caring for a sick child at home. A significant feature of caring for these children, independent of diagnosis and across cultures, is the considerable challenge faced by parents, as well as the lack of acknowledgement and support from health-care professionals, which exacerbates their uncertainties, worries and sense of helplessness in their caregiver role.
The ship metaphor was mentioned by a mother in one study. If a boat trip is a metaphor for how parents' experience their life situation, a reflection on who should comprise the crew is vital. A morally responsible way of helping people in trouble at sea is to navigate the ship towards a safe harbour. Even small adjustments in the course can make significant difference on whether the ship remains afloat. Nurses are in a unique position to be part of the ships' crew, offering safe navigation routes and making sure there is adequate safety equipment on board for the whole family.
| RELEVAN CE TO CLINICAL PRACTICE
Parents' expressions of essential life phenomena such as hope, satisfaction, fatigue, shame and guilt can easily go unnoticed by health-care
professionals. This study is relevant to clinical practice and can serve as a reminder that listening to each parent and the metaphors they use is important. Listening with an open and attentive attitude is required to preserve their integrity, boost their confidence and provide opportunities for reflection. This is especially important as parents may be at risk of depression, exhaustion, anxiousness, sleep deprivation and loss of hope. As the complexity of parents' tasks in the home increases, we argue for knowledge-based practice in which nurse practitioners and researchers share knowledge so that parents of children with special health-care needs can benefit from continual knowledge development.
In a health policy context, the actors involved should stand together and raise developments with health politicians, also where necessary initiating a change in practice. The chance of success increases further if the nursing care of children and families has a more dominant place in nursing education, ensuring that nurses are adequately prepared to meet the needs of parents with a sick child at home.
